care addressed the ICU specifically, deriving seven domains of palliative care quality through professional consensus (7) .
In this qualitative study, we asked patients and families who experienced ICU care for at least 5 days to define highquality palliative care. We used focus groups with a diverse sample across three institutions for direct, open-ended exploration of participants' views. This report presents our findings and discusses implications for evaluating and improving the quality of palliative care in critical care settings.
MATERIALS AND METHODS
In 2007 to 2008, we convened focus groups of randomly selected patients who survived the ICU, families of survivors, and families of patients who died in ICU, at each of three sites: 20-bed general ICU in a 382-bed community hospital in Oklahoma; 24-bed medicalsurgical ICU in a 377-bed tertiary, university hospital in urban California; and eight-bed medical ICU in 311-bed Veterans' Affairs hospital in northeastern city. We used hospital databases to identify all ICU patients 21 yrs or older with Ն5 consecutive ICU days between January 1, 2006 and June 1, 2007. We created three randomized lists for recruitment in the specified categories (patients, families of survivors, families of non-survivors).
We excluded subjects with more than an hour's drive to the hospital and families of patients who died after ICU discharge. By telephone, a research nurse determined subjects' English proficiency and physical and cognitive ability to participate. Family members were included if they visited the patient in the ICU. Eligible subjects were invited to a focus group discussing quality of ICU care. We targeted a group size of approximately 6. Participants received a $50 stipend. The research received Institutional Review Board approval at all sites and all participants provided written informed consent.
Meetings
One experienced facilitator (JN) conducted all focus groups across all sites using a written guide containing open-ended questions followed by scripted probes (Appendix). Participants were asked to consider the quality of ICU care other than medical or surgical treatments to stabilize the patient, reverse illness, restore physical health, prolong life, or prevent complications. The facilitator initially asked participants to define "high-quality care" by the ICU and to identify care components with the greatest impact and those most valued during their ICU experience. The facilitator did not initiate use of the term "palliative care" in the focus group meetings because this term might not be familiar to participants who were not healthcare professionals, and because use of this term might limit a full and open discussion of components of care that participants considered important. Probe questions were deferred until after all participants had a full opportunity to respond to open-ended questions and to comments by other participants. Probes addressed palliative care attributes that were identified as important by patients and families in previous research outside the ICU setting (8 -10) . Probes also addressed participants' views of ICU palliative care domains established through professional consensus (6, 7, 11, 12) . Table 1 summarizes those domains. The facilitator asked participants to discuss "actions by ICU clinicians that are indicators or examples of high-quality ICU care." Probes addressed specific care processes endorsed by critical care professionals (7, (11) (12) (13) . The initial written guide was refined as successive focus groups were conducted to include items that participants identified as important. The same overall approach was used with all groups. At each meeting, attendance by another health care professional (nurse or social worker) helped to ensure that facilitation adhered to the open-ended protocol and avoided bias. Meetings were digitally recorded and transcribed verbatim. Demographic information about participants was obtained with a brief questionnaire on-site before the meeting.
Analysis
Three investigators independently reviewed each transcript, coding all passages of speech (entire segment before change of speaker; segment in which initial speaker continued with only a brief interruption; segment in which several speakers exchanged a series of comments on same topic). We used the facilitator's guide with palliative care domains and processes as a preliminary coding framework. We revised domains to reflect the focus group discussions. After independent coding of several transcripts, reviewers met to compare initial results, achieving consensus on interpretation of each passage. We used AT-LAS.ti software to sort passages according to codes and examine relationships among codes and coded passages to elaborate our coding framework. First independently and then together, reviewers continued this process, using the newest version of the framework to code additional transcripts. For inclusion as a key domain of palliative care quality, we required that the domain arise spontaneously in discussion by participants; that the spontaneous discussion reflect agreement among participants on the importance of this domain; and that no participant expressed disagreement about the domain's importance. We con-tinued focus groups and transcript analysis until no new codes emerged and the framework stabilized. Our final framework thus represented an inductive product, grounded in data collected over multiple meetings with ICU patients and families across all sites. Using the ATLAS.ti searching function with this framework, we selected representative quotes for presentation here. We removed some repeated words and grammatical errors but made no substantive changes in quotation content.
RESULTS
Recruitment is summarized in Figure  1 . In total, nine focus groups (three per site) included 48 participants (15 patients, and 33 family members of patients who survived [n ϭ 14] or who died [n ϭ 19]); the average (SD) number of participants per group was 5.3 (1.5). These subjects included five individuals who escorted relatives to the meetings, were themselves eligible for the group, and expressed interest in participating; they provided research consent and enrolled on site. Family member focus groups included either bereaved relatives of patients who died in ICU or families of survivors, but not both in the same meeting; patients participated in their own groups, except for one who mistakenly arrived for a family focus group, which she was allowed to join. To resolve a scheduling conflict, the facilitator used the focus group guide to conduct a single structured interview with one family member. Meetings lasted 123 Ϯ 29.7 minutes on average. Table 2 shows participant characteristics. There were no significant differences in age, gender, or ICU length of stay between patients who participated or whose family members participated vs. those who declined to participate or whose families declined.
Patients and families in our focus groups identified four aspects of ICU palliative care that were most important to them: communication by clinicians about the patient's condition, treatment, and prognosis; patient-focused medical decision-making; clinical care of the patient to maintain comfort, dignity, personhood, and privacy; and care of the family. Table 3 presents the specific processes and components of care representing these domains, which are discussed more fully.
Communication
In all focus groups, communication was the dominant theme of the discus-sion by patients, families of ICU survivors, and bereaved families. As a patient's widow said, with all group members nodding vigorously, "Nothing, nothing was important to me as much as just being able to talk to the doctor and to get the information there." The wife of another patient, who reported receiving frequent and effective communication in meetings that included the ICU physician, bedside nurse, and hospital chaplain, agreed: "It's very important that you know every day what is happening, because every day in an ICU is different." According to one patient, the top priority was clinician "communica-tion, with compassion . . . because, being in the dark is like being in oil."
Participants expressed confusion and frustration with clinicians' use of medical terminology. "I do not have a medical background," said a family member, "so . . . I would be saying, please, tell me in English." Another observed, ICU clinicians "are used to abbreviating long words with letters. So you get alphabet soup and go, what's that?" Patients and families particularly valued clarity in communication about burdens and benefits of critical care treatments: "Put this in layman's terms for my family to understand. Why are you doing these tests and things that are painful and intrusive? Is there really reason enough to do it?" Clinicians in one ICU were praised for "using terms that a person that's not a doctor could understand . . . You did not need to go get a dictionary to look it up . . . they explained themselves well."
Another source of confusion was information from multiple clinicians that seemed inconsistent to patients and families. Many participants had interacted with caregivers from various specialties and disciplines. Some regretted what they perceived as an absence of coordination and leadership by a single physician: "A lot of times, we did not know who was in charge . . . Do they ever sit down and have somebody leading the discussion that's the patient's main doctor? You had all kinds of specialists." One family member commented, "if you gotta talk to two or three specialists, they come in with conflicting information." Another, who had a "very positive experience," attributed consistent communication with the family to better communication within the ICU team: "So many different teams of doctors and nurses were involved . . . but those people were all communicating . . . were all on the same page." A patient emphasized, "the communication between doctors and nurses, that's paramount . . . You want to make sure that the chain of communication between doctors, nurses, and patients is not broken, because if it is broken, the patient is gonna get lost."
Participants discussed implications of inadequate communication between ICU physicians and families. A patient expressed concern about consequences for medical decision-making by his wife:
"The lack of communication was so severe that my wife could not even make informed decisions as to my care. She could not find out enough . . . Nobody told her anything, and this went on for eight days. Nothing. The doctors wouldn't come by. If they did, they wouldn't tell her anything. She had no idea what was going on."
Another patient spoke about emotional consequences for his family: "The family's stress level is so high to begin with, and this just adds more stress, not knowing what my condition is." For the brother of a patient who died, the family's failure to appreciate the imminent risk of a poor outcome, which he attributed to the physician's delayed delivery of prognostic information, impeded psychologi-cal preparation for the death and foreclosed an opportunity to say goodbye:
"Right up until the last time that the doctor called me, I always thought my brother was gonna get better and come home. It would have been advantageous for me and my family if, at a point, of the better than 2 weeks that he was in ICU, we could have had some kind of counseling on end of life issues. Because I never thought of it, and then the doctor called us . . . and said, your brother is not doing well . . . he is not responding to anything. This was the first time that I had to come face-to-face with this possibility, that this was the last time I was going to see my brother. And, I believe I would have benefited greatly, if previous to this, I had been told by the doctor that this is the possibility, you need to start thinking about this. I just wasn't ready for it . . . We got a call at 5 AM and my brother was gone. And I never had the chance, you know. Looking back you always see what ifs, but I've, I've agonized over this . . . Every time they called, it was surgery to fix something. When they're doing surgery to fix something, you assume it's going to be fixed . . . you get well and you go home, so consequently, every time, I was called up for surgery, to sign the papers . . . it was, my brother is gonna be fixed . . . I wasn't aware until that last day . . . [Discussing the prognosis sooner] might have helped me prepare mentally."
Participants understood that discussion of prognosis was difficult for clinicians, requiring sensitivity and adaptation to needs of individual patients and families. As one family member noted, "It depends on the type of individual you are and how you can handle hearing what they have to tell you." There was broad agreement about the value of open and complete communication, even if the physician was unsure or pessimistic about the patient's prospects: "We all want to know what's going on, how bad are they, how quickly are they going to get better, or are they going to get worse?" A surviving patient explained: "Suppose your mate or whoever is close to you expects you to make it . . . Now if you do not make it, this is going to be a surprise and everyone would be angry with the doctor . . . If the doctor is reluctant to talk about this, he is not being honest with you or himself . . . There might be some complications, you can never tell. . . . Be honest, so, if you do not come out alive, [the family members] are not surprised, they expected that, they are going to be disappointed, but they realized that you might not make it."
Describing "a great physician," one who "defines the good quality of care," a family member captured a central group theme: "She's going to tell you, she's not going to give you a line, but she's still sensitive. That's the key."
Participants placed high value on the ICU family meeting, which they believed improved communication and should be held proactively and frequently. A patient observed: "Knowledge is power, and if my family is informed, then they could have comfort knowing what my status is and how I am progressing or not progressing, day to day, what to expect in the near future." Asked for his view of regular meetings with the doctor in charge and another ICU team member, a patient's brother stated "that would be the very best thing that I can say all day today. If they would just say, okay, we're real busy, but we can be there at 10:20, then the family member can make it there. We'll go along with their schedule. We know they're busy, but man, would that be helpful." Many participants suggested that nurses join meetings; one family member said "that would be perfect," while the whole group nodded approvingly. Another expressed this view of the importance of coherent communication from the ICU team, suggesting a regularly scheduled and interdisciplinary process:
"ICU has rounds at a certain time in the morning. And after that time, when everybody that works there has met and talked, that would be a good time to arrange a family meeting, so we could find out what are they all thinking, what are their plans, just for today, to know what's going on, instead of day after day, not being sure, not being able to get a hold of the doctor."
Patient-Focused Decision-Making
Participants saw decision-making for ICU patients as complex, encompassing multiple components. The task for surrogate decision-makers seemed especially challenging, and some families looked for clearer recommendations from physicians:
"The doctor would tell you, you can do this or this or this or this or this. And, it's a medical decision, but it's also an emotional decision and a financial decision, and . . . I did not know what was best. The doctor would say, 'well, I cannot advise you, but these are your options.' But if I asked, 'what would you do?', then he could answer that question. And then I had more information to make my decision on, whereas he was, 'you've got these choices.'"
Patients and families agreed that the ICU should attempt early to elicit the patient's values and treatment preferences. One patient thought it was crucial for the ICU to "know what I prefer" so that her family "would never feel guilty about having to make a decision." Another, whose preeminent concern was to avoid "being a burden to my family," stressed that she "would want the ICU to know that . . . at the beginning, absolutely," and when asked if investigation of patient preferences should occur on admission to ICU, replied, "they should know before you even get into ICU." For patients who had previously expressed preferences in an advance directive, there was agreement among participants that "the ICU needs to know immediately" before major decisions were actually at hand, if possible, "before something tragic happens." "What's the point of making one out if the information's not passed on?" in a timely way, a family member asked, rhetorically. Participants reported, with regret, that investigation of patient preferences was deferred until late in the ICU stay. The brother of a patient who died stated:
"Nobody took me off to one side, until that very last day, when the two doctors, a Not all variables in the table add to 48 because some data were missing for one family subject; b at least one visit by family was an entry criterion for the study. and I guess the head nurse, went down into the room and discussed, okay, do you want us to pull the plug, or, and we discussed at that moment, that [my brother] and I, both of us, had talked it over with each other, years before, when we were discussing my mother's passing, that that's the way we wanted it, if I can get better and have a normal life, then fix me, if not, do not extend it artificially."
Delay deepened the distress of the family of another patient, whose advance directive not to initiate mechanical ventilation or attempt resuscitation was unavailable when he began to rapidly deteriorate:
"He had esophageal cancer, so we know it's got a very, very low survival rate, so, as soon as he was diagnosed, he got [an advance directive] in place . . . One of the nurses came out and said, 'it's getting to the time where we need to decide' . . . and I said, we're not going to prolong this, and she said, 'do you have paperwork?' I said, yes, I've got paperwork, it's on file here. She called downstairs to medical records, they could not find it, and so I am just panicking, because I'm thinking he's going to code, and they're going to try, and he only weighs 80 pounds, so I sent my husband immediately to get it, and we live in an-other city. An hour and a half of anguish, and it wasn't necessary."
Clinical Care of the Patient: Comfort, Dignity, Personhood
A definition of high-quality clinical care of the patient emerged as encompassing two key components: assurance of comfort and attention to dignity and personhood.
Comfort
Participants discussed the importance of assuring that patients were not in pain. Patients recalled pain and stressed the need for timely and effective analgesia. A man who received surgical ICU care stated:
"I came to know what pain is. Once that pain came, man, I knew it was pain. Give me something. And the one thing I used to hate, when it's coming on and you're pressing the button, and they do not come, and you're in a lot of pain. Being Latino, you know, in the culture, is like, you gotta be a man . . . you do not take nothing. Hey, that went out the window, right away, I said, man, I'm gonna confess, I got some pain here . . . I do not like pain. I have come to know it."
A medical patient stressed the importance of frequent assessment for pain:
"How can they expect the doctors and the nurses to know what your pain is? They do not know, unless you tell them . . . and it will change . . . Every time they come in the room they should ask, 'How is your pain today, how is your pain tonight, what can we do to help you with it?'."
Family members also prioritized the comfort of patients. "On the pain issue," said the mother of an ICU patient who recovered, "I think it's inhumane to let a patient suffer, even if they are in a coma, from pain. Because my daughter says she cannot remember anything from her ICU experience except the pain." Families could not feel comfortable without assurance of the patient's comfort. As an ICU patient's widow reported, "Because of a lot of the cords and everything that was going in him . . . I told [the doctor] I need to know that [my husband] is not hurting and cannot communicate this to me or to you." Patients and families viewed comfort as an essential component of restorative ICU care. A patient commented, "I would have liked to have told them, gee, I really, really am hurting, on a scale of one to ten, can you do something about it? . . . [Relief of pain] is very important to your recovery. You do not feel good, you just do not care." The wife of another patient agreed, "I think it's very important that they take care of the patient's pain level. I do not think you can heal if you're in a great deal of pain constantly."
Dignity and Personhood
There was also broad agreement about the importance of patient dignity. Many family members were distressed to see patients exposed in open or glass-walled ICU cubicles, without efforts to shield private areas of the body from public view. A young patient defined a key attribute of quality ICU care through this description of her primary nurse: "What really made it different was she treated me with respect and dignity, and the dignity was what made it above and beyond. There were certain things that I could not do, I was not able to physically do, that were humiliating, that she had to do for me, and it was very, very, not pretty, it was very gross. But she treated me with respect and dignity and I thanked her profusely. She said it was just my job, and I know, but, thank you. You really make the difference . . . And Early identification of surrogate decision-maker/advance directive/resuscitation status Frequent assessment of pain and titration of analgesia to maximize comfort and achieve desired level of consciousness Offer of pastoral care with sensitivity and without mandate Offer of practical and emotional (social work) support Printed information about ICU for families Offer of bereavement support to families of patients dying in the ICU Waiting room affording comfort and privacy to families that really contributed to my healing, and getting better, and, she did a great job."
In every group, multiple participants stressed attention to personhood, defined in the literature as the belief that "each person is unique, has inherent value, and is worthy of respect and honor regardless of disease or disability" (14) . Patients and families repeatedly noted the importance of clinicians "treating the patient as a person." From a man whose mother died in the ICU:
"My mother had a team of doctors-. . . Some were good, and I thought some had a blank face, looking at my mother as just a number, number 35 . So what I did, I said, my mother is not just an old lady, my mother had a life, of course now she's hooked up to a million cables. I brought in pictures of my mother when she was born, and when she got married to my father in 1936, and how she looked later on. And they saw her differently. It's not just a piece of meat that is sitting in that hospital bed. It's a life. That is 100% important."
Others saw it as a measure of excellence for ICU clinicians to treat patients with the same care and concern they would give to a member of their own family, or at least to approach the patient as another's loved one-someone's mother, father, sibling, or child. One participant, however, offered the insight that clinicians might remain more impersonal, "distant," and detached "as a defense mechanism." As this family member observed, "Their job is very hard . . . So that is the way of saying, I am not going to get involved. I am not going to feel it. Because, you know, they see people die every day. And if they get involved emotionally, they could not function." Another family member suggested this approach for clinicians, "That was my mother. They need to realize that that's somebody's loved one in there . . . It's not like they need to have an emotional bond with each and every one of our relatives, but they need to have some compassion for these people."
Care of the Family: Access and Proximity, and Support Including Bereavement Care
Support for families was identified by patients and family members as an important part of ICU care. As a woman whose father died in the ICU commented:
"I think that while their focus is medical and saving lives and, you know, the science, I think also, along with that comes the responsibility of some kind of support to a relative or a family, that patient's loved one or caregiver. Yeah, and they actually did that, and that is part of high-quality care."
A patient suggested that he and others were more concerned about their families than themselves: "The mind of the patient is not on himself only; his mind is also toward the family that is beside him, that is caring for him. Most times, most of the patients do not care much about themselves. But they care for the family that has been giving them support." Focus group participants identified attention to families' emotional, practical, and spiritual needs as high-quality ICU care.
Access and Proximity
Both patients and families placed high value on family access and proximity to the patient. Participants recognized that visitation might be appropriately limited for short periods to facilitate changes of shift or reporting, address emergency issues, or encourage family members to rest. However, support was overwhelming for maximal openness and flexibility for family visiting. Patients emphasized their awareness of family presence and the comfort and strength they derived from it. Whereas they might appear unconscious, said one patient, "we do hear. I knew each and every person that visited me, and talked to me, and touched me. I do not know why people say, go away, they cannot hear you; they do not have any brain activity. Because, yes we do. We do hear." This patient spoke of her need for, and benefit from, the presence of family at her bedside:
"My friends and, more importantly, my family played a very, very big part in my, in my comfort level, and my emotional healing. And for me, the emotional healing is high, right there with physical healing. It's all one. I would stare at the clock, and wait for visiting hours to come, and that was just very, very crucial for my personal healing, to get better and get out of here."
Families offered many reasons why they should be able to visit freely, including their role in supporting patients emotionally, serving as advocates, protecting patients from potential medical errors, recognizing and interpreting signs that might otherwise be missed or misunderstood, conveying the patient's personal qualities and family context, assisting in care within their capabilities, and participating in decision-making. As described by the brother of an ICU patient who survived, "I probably made a nuisance of myself, but I really feel that my sister got much better care because I was there every day. I was a decision-maker, and I was a prodder, and I was a nagger, and I was an everything else." Families also saw their presence as essential for communication with physicians, whose visits were unpredictable, as well as for addressing their own emotional distress, which they felt was intensified by restrictions on visiting.
Support From Multiple Disciplines
Families valued contributions not only of physicians and nurses but of other disciplines providing support in the ICU. Participants across a spectrum of religions and cultures suggested that pastoral care should be available for patients or families who want it. As stated by the sister of a patient who recovered after a prolonged critical illness, "The power of prayer cannot be outdone, especially in times of crisis, that is when people are looking for some place to go, for help. . . . Having someone that is going to come by and offer you prayers, it should not be forced upon anybody but it should be looked upon as a part of treatment that can help people." Patients and families also noted the wide-ranging help they received from social workers. A family member summarized social workers' role this way:
"If anybody has the story down and the plot and how it is going to turn out, the social worker does. They know what they need to bring to the table and what you are going to need help with . . . especially when you have a family member that is critically ill . . . They say the right things, know what to do . . . It should be an integral part of the care."
Bereavement Care
Families of patients who died in the ICU stressed the importance of bereavement care, although few reported receiving this care. Those who experienced clinicians as supportive during the ICU stay nonetheless perceived an abrupt and distressing shift at the time of death. A patient's daughter commented:
"I think that I did get very good attention and my father had the best of care, but . . . they just came and closed his eyes, started doing whatever they do when somebody dies, and basically just said to move. And, I just left. I did not know what else to do. . . . I would've liked a piece of follow-up, somehow. A call: 'Ms.___, I know your father just recently died, how are you doing? Did you know there's a group? Would you be interested in talking to someone? . . . It's important for people who have recently lost their loved ones,' or something like that."
A man who had authorized withdrawal of mechanical ventilation from his dying mother described the challenge of coping without bereavement support from the ICU or hospital:
"At 8:00 PM, I went out there and felt like I was going into a war zone. I was put out like, out on the street. No one told me anything. They knew several days beforehand that I had arranged the date [for ventilator withdrawal], but nobody approached me . . . Nothing was addressed at all . . . Nobody asked, 'Are you able to take care of yourself; are you able to find a place to go to, as far as for grief, for death of your mother?' Where do you go, what do you do? . . . Prepare one for it a little bit. Not to walk out into the cold night."
For a woman whose father died in the ICU, unmet need for bereavement care had long-lasting consequences:
"After he died, they just came in there and pronounced him dead, and started covering him up and moving him, and pulling out all these things. And, I thought, do they need the room right now? They do not give me a minute to just kind of get up and grab my stuff and get out? So, I just left. I would have appreciated some follow-up or grief support or social work or anything. Because I did not cry over my father. . . . I did not cry at all, until 2 months ago, I finally had myself a good little fit. I did not know that I was so messed up. I wished that I had spoken with someone. Or someone had reached out to me. In some way."
DISCUSSION
To our knowledge, this is the first direct investigation of the perspectives of both patients and families, as described in their own words, on domains of palliative care quality in the ICU setting. Our cohort included 48 participants in nine focus groups in three locations across the country, following their exposure to different types of ICUs, hospitals, and local environments. The cohort comprised participants of different ethnic and religious backgrounds. Despite this diversity, and the open-ended focus group discussions, common themes emerged clearly and consistently. Participants in this study included four main domains in their definition of high-quality ICU palliative care: timely, clear, and compassionate communication by clinicians; clinical decision-making focused on patients' preferences, goals, and values; patient care maintaining comfort, dignity, and personhood; open access and proximity of families to patients; and interdisciplinary support of families during the critical illness and, for families of patients who died in ICU, in the bereavement period (Table 3 ). They also endorsed specific processes to operationalize the care they considered important (Table 3) .
Domains and processes of care defined in these focus group discussions are similar in important respects to those identified by professionals in critical care and other fields (Table 1) (6, 7, 15) . In previous studies, patients or families in other clinical settings have also expressed similar views ( Table 1) (8 -10, 16) . However, the definition of high-quality care provided by our focus group participants is significant because it comes directly from ICU patients and families, who are the focus of efforts to improve the quality of palliative care in the critical care setting and ultimately the "gold standard" for measuring our success. Although some past research suggests that ethnicity or other characteristics may influence certain attitudes about end-of-life care, diverse participants in our study, who had actually experienced ICU treatment over a prolonged period, expressed broad agreement about important aspects of palliative care in this setting.
Across all sites and focus groups that were part of this study, effective clinician communication received particular emphasis from participants. Such communication is known to promote more efficient utilization of critical care resources by helping patients and families establish appropriate goals of care and avoid prolonged use of non-beneficial treatments (17) (18) (19) . Communication is also associated with favorable patient-focused and family-focused outcomes, including satisfaction with care, psychological wellbeing, and consensus related to decisionmaking (19 -21) . In interviews by Kirchhoff (22) of eight family members about the death of a loved one, subjects spoke of inadequate communication by clinicians as contributing to their sense of the ICU as a "vortex" of difficult experiences; those receiving more information described the overall outcome favorably. Respondents to Heyland's questionnaire (21) emphasized adequate information as a key determinant of ICU family satisfaction. In our study, ICU patients and families illuminated the importance of timely, clear, and compassionate communication from the care team. They were clear that communication with the doctor and other ICU team members was what they waited for every day in the ICU. They wanted a mutual exchange of information to arrive at a care plan informed by the patient's prognosis, preferences, and values. Taking part in a meeting with the ICU team helped families shoulder the responsibilities of surrogate decisionmaking, which often engendered confusion and guilt.
Effective, feasible, and resourceefficient interventions exist to improve ICU care in the ways that patients and families have identified as important. Simple tools have long been available to assess pain in patients who can selfreport, and newer methods can be used for assessment of pain in those who cannot (23, 24) . Use of these tools with a practical, protocol-driven, interdisciplinary approach to ICU care can reduce the incidence and severity of pain and increase therapeutic changes that achieve closer titration of analgesia and reduction of mechanical ventilation (25, 26) . Evidence and consensus guidelines on analgesia and sedation can serve as a foundation for systematic ICU initiatives to promote patient comfort (27) (28) (29) .
Leaflets and brochures can meet specific informational needs of ICU families. Randomized controlled trials have demonstrated that appropriate printed materials improve comprehension of critical illness and contribute to longer-term psychological adjustment by ICU families (20, 30) . Although printed information is not a substitute for direct clinician counseling, it augments it at a low-cost and helps families make informed decisions and cope with their own stresses in the ICU. Recent research outlines practical implementation strategies to improve timeliness, reliability, and quality of implementation of family meetings (31, 32) . Evidence-based templates and tools are available to facilitate these efforts (33) .
Patients and families in our study gave voice to a paradigm of person-centered care that stresses the uniqueness and worth of each individual and the necessity to respect distinct histories, values, and preferences (14) . One strategy is a simple and inexpensive "Get to Know Me Poster" at the ICU bedside (34) , that describes the patient as a person. Preservation of patients' privacy during personal care requires little more than routine, systematic vigilance by professional caregivers. A survey of families of patients who died in ICU elicited strongly positive reactions to bereavement interventions including support group information, mailing a sympathy card several weeks after the death, and a follow-up phone call and letter to the family (35) . Such interventions require few resources while helping to address needs strongly expressed by participants in our groups. Proactive bereavement care attenuates longer-term anxiety, depression, posttraumatic stress disorder, and complicated grief for families (20, 36 -38) .
There is increasing support in the critical care community for greater flexibility and openness for family visiting (13, 15, 39, 40) . A recent randomized controlled trial showed an association between liberal family visiting and fewer cardiocirculatory complications in ICU patients (41) . Some healthcare professionals have taken a strong stand in favor of unrestricted visiting by families (42, 43) . A substantial minority of others endorses continued restrictions in the belief that these are necessary for proper patient care and staff efficiency (42) . In our focus groups, it was not only families who spoke of the importance of their access and proximity to patients but also patients. Family members in this study, as in previous research (44), described many useful roles they could perform if permitted to be present, and explained how essential they considered this presence both for the patients' and their own well-being. We also heard clearly from patients for whom closeness of their loved ones was crucial for relief and recovery.
The views and experiences of our focus group participants add personal, vivid, first-hand descriptions of the need for effective strategies by critical care clinicians to address palliative needs of patients and families. They also contribute to a framework for evaluating the quality of ICU palliative care. ICU patients and families told us what they think are key attributes of palliative care quality and what clinician behaviors and care processes are indicators of the quality of ICU palliative care. We can use these empirical data, along with perspectives of professionals (6, 7) and other sources, to assess validity of quality measures already developed and to guide further efforts to evaluate and improve palliative care. For the ICU specifically, a set of nine process measures of palliative care quality has been posted on the National Quality Measures Clearinghouse web site maintained by the Agency for Healthcare Research and Quality (1, 12) . The findings reported here suggest that those process measures address attributes of palliative care that are important to patients and families. Our focus group participants also valued maximum family access to the patient (13) , bereavement support for families of patients dying in the ICU, and attention to dignity and personhood.
Attributes of quality can be operationalized as either care process measures or structural measures (45) (46) (47) . Wellspecified measures that are both scientifically sound and feasible are essential for improvement of quality of care (48) . Such measures identify opportunities to improve and direct our attention and resources to areas most needing intervention. In addition, measures of care can be used to evaluate the effects of interventions and guide additional efforts. Quality measurement needs to be part of a larger initiative to educate clinicians about relevant scientific evidence, to engage them in identification of barriers and strategies for improvement in the local setting, implement interventions, and provide feedback about quality and performance with strategies for further improvement (49) .
This study has limitations. Perspectives of eligible subjects who could not be recruited might be different from those expressed by participants. Because English fluency was required, we do not have the views of non-English-speaking individuals, whose ICU experiences might be influenced by ethnic and cultural factors and language discordance with caregivers. Comments by some participants may reflect memories of ICU experiences that lost clarity or accuracy over time, or fail to reflect experiences that occurred but were not remembered. Five of our 48 participants were relatives of other participants and therefore may have been predisposed to share views with those others. We sampled three areas of the country and these may not represent norms and values across the US. It was not feasible to perform "member checking" (i.e., reviewing passages with partic-ipants for their affirmation), which might have further strengthened our methods ensuring trustworthiness. Exposure to previous research in the field may have unconsciously influenced the approach of the facilitator in focus group meetings or the analysis of transcripts by reviewers. However, we used several strategies to maximize the validity of our methods (50) . We used random and representative sampling for recruitment; the cohort included patients and families from multiple ICUs in different hospitals. The same individual facilitated all group meetings; potential facilitator bias was minimized by use of a written guide, emphasis on open-ended questions, and the presence at all meetings of a health care professional from a discipline other than that of the facilitator. After independent coding of verbatim meeting transcripts by three investigators using an inductive, grounded theory method, our analysis reflects an exhaustive process informed and corroborated by multiple sources. The high level of agreement by participants across groups and settings about important attributes of ICU palliative care suggests that we elicited a valid description.
CONCLUSION
Critical care professionals have committed energy and resources to improve quality and safety in every major area of their practice, from ventilator management to prevention of catheter-related bloodstream infection. Recently, several large-scale collaboratives, including the Transformation of the ICU program of the Voluntary Hospital Association, Inc. (12) , and a multi-ICU project of Veterans' Integrated Service Network 3, have turned attention to performance improvement in palliative care, using systems-oriented, pragmatic, interdisciplinary approaches that achieved success in other ICU practice areas (49) . It is essential that such efforts focus on aspects of palliative care that are most valued by critically ill patients and their families, among whom we found broad agreement in our sample from heterogeneous institutions. Although the field is relatively young, research has already provided robust evidence for interventions to meet palliative needs in the ICU. With direct information from patients and families who have experienced intensive care for a sustained period, we are in a better position to move ahead with effective implementation.
